She was discharged home using nocturnal high span nasal bi-level PAP which she began to require for daytime as well as nocturnal support from age 2 and continues to use with the same settings.
From age 1 until age 8 she had 7 additional URIpneumonias for which she was hospitalized locally and intubated.
On three of those occasions she was successfully extubated to high span bi-level PAP on the first attempt and on four occasions on the second attempt Table 1 denotes the patient's VCs over time. The maximum she ever had was 170 ml or 5% of predicted normal (10, 11) . Currently, at age 18, she has a VC of 120 ml (2% of normal), no measurable cough flows, and requires high span bi-level PAP continuously via nasal interfaces ( Figure 1 ) with less than 2 minute periods free from it before respiratory distress and blood gas derangement necessitate return to ventilatory support. She continues to have no volitional movement below her neck but has some eye, eye lid, forehead movement, and can wiggle her ears to operate a computer cursor for computer generated speech. She lives with her parents and has never had any other support in the home. She recently attended the wedding of her sister, has a Facebook account with which she communicates with her friends, and as her mother asserts, "she loves the life she has". retain the ability to speak and some freedom from continuous ventilatory support than patients using TMV and they avoid death from tracheostomy tube associated complications (17) . Also, all reported TMV patients who have been decanulated and switched to noninvasive management have preferred the latter for comfort, ability to speak, swallow, appearance, safety, and overall (18) .
